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TO: Ron Wyden, Chaiijnan, Subcommittee on Requlation, Business

Opportunities, and Technology
FROM: Subcommittee Staff

SUBJECT: Residential Programs for the Mentally Retarded:

Qut of Sight. Out of Mind?

Poor Quality Care, Waste and Theft of Millions in Public
Reimbursement; Dangerously Inadequate Oversight by
Federal, State and Local Authorities

INTRODUCTION

In the last session of Congress, the subcommittee examined a
number of emerging small business trends in the healthcare
industry. Increasing healthcare costs as well as changes in
practice standards and standards for acceptable providers have
given birth to a myriad of non -traditional healthcare business
opportunities. Among those examined by the subcommittee has been
the emerging field of ambulatory surgical practices, head -injury
rehabilitation facilities and clinics providing alternative and
non-traditional health treatments.

An area of increasing healthcare quality and cost -
containment concern, however, is the long -term treatment
of the mentally retarded and developmentally disabled.
Increasingly, millions of Americans with these life -long
handicaps are at risk from poor quality care,
guestionable and even criminal management practices by
service providers, and lackluster monitoring by public
health and welfare agencies.

This is a service sector dominated by small business

providers, and which generates in excess of $11 billion
per year in revenues, much of it reimbursed through state
and federal health insurance programs .

Subcommittee staff has conducted a year -long investigation of
providers of assisted and independent living arrangements for the
mentally retarded. The result indicates that growth in this
industry has out -stripped the ability of many state agencies to
adequately oversee conditions in these facilities.
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A disturbing pattern of abuse, neglect and fiscal
mi smanagement has emerged.

Central to this issue is how to best protect the health and
welfare of citizens who are in the public trust — in other words,
persons of diminished intellectual capacity who are unable to
effectively protect themselves when selecting or receiving
healthcare services.

There are over seven million retarded persons currently living
in the U.S. Estimates of the 1988 average daily populat ion of
Mentally Retarded/Developraentally Disabled (MR/DD) individuals
living in residential facilities, foster homes, psychiatric
facilities and nursing and personal care homes nationwide
range from 268,771 to approximately 330,000. Because the
mentally retarded often cannot speak in their own interest,
there is a compelling need' for government oversight.

Federal Medicaid funding for just one sub -set of the
industry — mid-sized, intermediate care facilities, rose
from $573 million in 1977. to $2.4 billionin 1988.

Increasingly, however, privately operated homes for the
mentally retarded and developmentally disabled fall through the
regulatory cracks.

Annually, the federal government spends billions of dollars on
care for the mentally retar ded and developmentally disabled, mostly
through small business operators in the field. Of the $11.7
billion generated in residential treatment of the mentally and
developmentally disabled in 1988, approximately $4 billion came
from Medicaid, $3.6 billion came from the federal Title XIX
program, and $2.1 billion came from Supplementary Security
I nsurance.

WHAT STAFF HAS FOUND;

* Some providers operating networks of homes continually violate
Medicaid regulations and public health codes. Problems
include: poorly trained and abusive staff, inadequate
oversight of medication, poor food, dangerous sanitary

conditions, lax accounting and record keeping.

* Both for-profit and non-profit providers who have incestuous
relationships with subsidiary, for-profit corporations to
|ease-back housing, provide employment and physical therapies,
and consulting services. These relationships appear to be
designed to maximize profitability of these ventures for
managers, vyet they clearly constitute conflicts -of-interest
and, in some cases, violations of law.
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For example, the State of Massachusetts estimates that
abuses in that state could be as high as $50 Million over
the last four years.

* Homes and providers across the country have been cited for
pages of health and safety code violations. Yet some states
have not closed down a single home for poor conditions or
faillures to provide contracted services. For example, a
Michigan operator obtained four licensesto run small group
living faciliti es and then pooled his clients into a single,
more profitable facility that the state was finally forced to
close because of adverse health conditions. This closuere,
however, occured only after years of reported patient and
financial abuse.

* Regulators are unsure of e which agency wields ultimate
authority in a state for MR/DD programming, and there is
significant confusion regarding jurisdiction. This leads to

poor oversight, and the continuation of unhealthy, financially
abusive and even dangerous conditions at Some homes dependent
on significant public support. Federal auditors, for example,

often have little knowledge of how monies flow through state

agencies to intended beneficiaries.

* Employees at small, community based facilities are often under -

trained, poorly paid and inadequately screened. As one New York state
official put it: "some consumers leave institutional programs
where staff have received 100 hours of training and move to
homes where staff do not even know first aid.”

* Home residents have been the victims of physical and emotional
abuse and neglect. Marlene Carson, an Oregon mother,
complained to the subcommittee that: "they don't tell
guardians anything." Her son — a resident of a supervised

small group living apartment complex — had wandered away from
e the facility, sometimes missing for days at atime, before she
was notified that he was gone.

According to a recent Miami Herald article on problems in
MR/DD programming: "For the lucky, the. new 'system' works. They
have found or been placed in group homes that work as homes, that
offer clean shelter and caring hands. For the others, though, the
snake pit has only broken into nests that are out of sight and out
of mind."

The court-ordered rush during the last ten years to move
mentally retarded and developmentally disabled persons out of
oppressive, large, state-run facilities has resulted in the
creation of myriad of small, privately operated "homes." These
small business ventures easily slip through poor or non -existent
federal, state and local quality assurance efforts.
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The subcomm ttee has scheduled a hearing to exam ne these
i ssues, tinme and place as foll ows:

Time: 9:30 a.m Date:

Monday, March 29, 1993

Pl ace: Room 2359 Rayburn House O fice Buil ding
Washi ngton, D.C.

| . PATTERNS OF ABUSE

In state after state, subcommttee staff |earned of charges of
physi cal abuse, neglect, and potential profiteering.

Typi cal exanpl es of abuse, neglect and profiteering include:

CONNECTI CUT:

Connecticut Community Services (CCS), a West Hartford,
nonprofit corporation, received $3.4 mllion fromthe
state |l ast year to operate nine group honmes for retarded
adults. State auditors found that CCS owes the state
$425,000 for inproper or unsupported billings over a
period of three years. In addition, the conpany owes the
state another $526,000 for its failure to return double
paynents nade by state agencies over the past few years.

The founders and owners of Charter QOak, another group
hone program opened hones in Connecticut after having
just left a Salem N H group home in bankruptcy. In
took | ess than two years for their Connecticut homes to
reach the sane predi canent. Inspection reports of hones
cited low food supplies, staff shortages, |ack of
prograns for residents, filthy clothing and evi dence of
negl ect, such as nmen who had gone unshaven and wonen who
had devel oped yeast infections. Inspections also found
that untrained staff nmembers were giving prescription
nmedi cation to residents. Professional nedical services
wer e consi dered i nadequate and bl amed for a 30-year-old
retarded nan's acci dental overdose of |ithium and ot her
behavi or-nodi fyi ng nedi cations in January, 1989. The roan
was hospitalized. The conpany owes the I RS nore than
$100, 000 and owes hundreds of thousands nmore to a firm
that renovates houses and rents them to group-hone
oper at or s.
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MASSACHUSETTS

The Center for Humani stic Change in Springfield directed
$1 mllion of its state contract noney for-twenty group
homes to ot her businesses Center owners controlled. In
several cases the Center, which is private and nonprofit,
paid inflated prices to rent hkuildings owned by the
Center's three founders, or paid admnistrative service
fees to a conpany also owned by the founders. On
disclosure forms required to be filed with the state, the
Center apparently violated state |aw by concealing the
fact that its admnistrator also owed a realty trust and
rental conpany from 'which the Center subcontracted
services. State officials terminated the Center's $5
mllion per year contract.

Massachusetts Deputy Auditor Robert Powiati3 told
subcomm ttee staff that fraud and m sappropriation of
state funds directed to snmall group hone operations in
the state "conservatively" run as high as $10 mllion per
year and may be as much as $50 mllion over the last four
years.

M CH GAN

In Imay Aty, Brenda Berger, a 30-year-old nentally il
woman died after the state Departnent of Social Services
had warned her group hone for nonths that it was
inmproperly admni stering Berger's drugs. Berger's death
al so occurred two nonths after the departnent notified
the home its license was being revoked for serious care
violations. Forensic experts were unable to identify
Berger's cause of deat h.

NEW YCRK:

The H-Li Minor Hone was cited during 1990 as one of the
14 worst adult group hones in the state by the State
Coommission on Quality of Care for the Mentally D sabl ed.
| nstead of upgrading care, the nmanagers funneled %$4
mllion of public funds, including Medicaid dollars, into
investnments, interest-free |loans to thensel ves, excessive
salaries for thenselves and relatives, car purchases,
tuition paynments for relatives and insurance paynents on
homes, and jewelry and furs, according to the state
over si ght agency.
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V. INADEQUATE LIVING CONDITIONS AND ABUSE OPRESIDENTS

Federal law requires the placement of retarded people in the
least restrictive environment that is consistent with their
physical and mental needs. The Headth Care Financing
Administration "has enforcement authority over homes re ceiving
Medicaid. Nevertheless, sporadic incidents of inhumane treatment
are a recurrent problem. For example:

— Five homes in Bakersfield and Lamont, California, were
closed in April 1992 for alleged neglect and endangerment
of adult, mentally retarded clients. One staff member
served six months in jail for sexual battery. Another
staff member is accused of using restraint methods so
violent that he broke a client's arm. Even the home
Proprietor has been accused of punching aclient in the
ace.

— In Michigan, state mental health officials investigated
the case of a group home client who amost died as a
result of a drug overdose. State reports of the
investigation reveal that cockroaches were crawling
across the pages of the medical logreviewed by state
investigators and that resident medicine was generally
kept in unmarked brown paper bags. The home had been
cited repeatedly since 1985 for violations, yet remained
in operation.

Although many, if not most homes for the mentally retarded and
developmentally disabled are clean, safe and well -managed
facilities, others are cause for grave concern. In the words of
Jay Klein of the Institute for Disabilities at the University of
New Hampshire:

"The system weve set-up is crazy ... what we are
building is disability ghettos.”

V. DENIALS. INTIMIDATION AND COVER-UPS

Parents and guardians complain that they are routinely denied
access to their children's medical records and other critical
information. No legitimate business reasons are offered for such
secrecy.

— At one residence, staff members were required to sign a
form that explicitly threatened termination for any
ﬁmployee who spoke out publicly about conditions in the

ome.
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Home operators have also sought to intimdate the retarded
residents in their care:

At a hone in Mchigan, residents were beaten by staff for
talking to reporters and governnment investigators. The
retarded residents had conpl ai ned about being forced into
sexual relations with the honme manager

VI . | NADEQUATE QUALI TY ASSURANCE AND FACI LI TY OVERSI GHT

Subcomm ttee staff have identified a nunmber of troubling
| oopholes in state and federal regulations pertaining to quality
care for the nentally retarded and devel opnmental |y di sabl ed, and
nurmerous flaws in governnment enforcenent neasures. Oten, facility
operators are inordinately preoccupied with passing irregular and
periodic inspections rather than striving for a high I evel of care.
Al t hough i ndications are that nost hones provide quality care in an
efficient, caring and |awful manner, too many providers have
routinely taken advantage of conplex rules and regul ations for
per sonal gain.

Specific deficiencies in the way the systemis organi zed and
inthe way it operates alnost invite conpanies to thwart the rules:

Deficiency #1 Many states performinspections infrequently
and usual ly give prior notice.

Not surprisingly, hones pass inspection by nmaking special
preparations before scheduled on-site visits. But
performance and a honme's appearance during an inspection
may indicate little about staff conduct during the rest
of the year.

The system in short, as Jay Klein, Professor at the
Uni versity of New Hanpshire and expert on MR/ DD housing, told the
subcommittee, is one of "'Dunp and Hope'... dunp the people in a
home and hope not hi ng bad happens”.

Deficiency 12: Staffing |evels on inspection and auditing
teams are too |ow to perform conprehensive and
frequent exam nations.
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In many states, virtually anyone can open a hone. Little
regard is given to an owner's track record in other
states. Omwmers need not have any experience with the
speci al needs of the nentally retarded comrunity.

Deficiency #5: Procedures for revocation of a license are not
credi bl e.

Providers operating multiple homes have tremendous clout
in many states. Usually, if a home fails the residents
have nowhere else to live. States cannot credibly
threaten to shut down a home unless appropriate
alternative living arrangements exist.

Nancy Rosenau, an official at the Maconb/ Gakl and Regi onal
Center outside Detroit, Mchigan, explained the danger: "The key is
to not have any one provider |arger than we can put out of business
—we don't want to be at their nercyll.

Conpetition anbong service providers —a key selling point for
privatization of residential services —gets nmere |lip service in
many areas. States usually roll-over expired contracts, rather
t han opening up the process to competitive bidding.
St ate reluctance to nove against questionable providers
was highlighted in the University of Mnnesota study which
found that about half the states responding to its survey
reported "rarely or never penalizing providers for deficiencies
noted in the quality of their services..."

VII. WASTE. FRAUD AND ABUSE IS GROW NG

Predi ctably, some unscrupul ous conpani es have taken advant age
of conplex regulations and oversight deficiencies. Sonme
representative exanpl es:

A group of businessnen in Massachusetts illegally sold
group hones to a business they owned, at inflated prices.
They also hid doing business with a related party,
contrary to Massachusetts |law. They pleaded guilty to
cheating the state of $500, 000, which paid for a Florida
condom ni um

Connecticut paid out $230 nmillion for care for the
retarded wi thout auditing a single operator. \Wen the
state finally conducted a limted review of two
provi ders, the state found that one  provider,
Connecticut Community Services, I nc. ( CCS) spent
$425, 000 for

i mproper or unsupported billings over a period of three

years.
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In addition, the investigation discovered that CCS owes
the state another $526,000 for its failure to return
double payments made by state agencies over the past few
years. Forced by court order to remove individuals from
state-operated hospitals, Connecticut rapidly contracted
with almost any business willing to provide immediate
services.

State officials concede that they made mistakes, but they
contend that most of the expenditures were technically legal. Some
home operators realized that they could buy "gold -plated”
structures from related parties — really from themselves — and
charge the state exorbitant prices. The state has since tightened
its regulations, but the damage has been done.

VIII. UNDER-TRAINED AND POORLY COMPENSATED STAFF

Virtually all homes in the community employ personnel who have
little experience working with mentally retarded or developmentally
disabled individuals . To satisfy training requirements, many
providers give employees only the most basic healthcare training —
for example, a two -week crash courses in first aid may be the only
specialized training that an employee will have.

Poor staff compensation is virtually universal for those paid
to care for our nation's most vulnerable citizens. The 1992 mean
starting wage for direct care workers in private community
facilities nationwide was approximately three percent above the
poverty level for a family of three. More than 50 percent of
private community facilities report starting wages for full -time
workers that are below the poverty level for afamily of three.

* Seven state-specific studies conducted between 1986 and
1989 indicated that on average the wages paid by
community facilities were 54 percent less than
institutional wages. Average institutional wages are
$8.72 per hour, while private community facility wages
average only $5.97 per hour.

* Starting wages in private community facilities can be as
low as $5.22 per hour.

Across the board, wages have failed to keep pace with
inflation over the past de cade.

Community facilities also offer substantially fewer employee
benefits than their institutional counterparts. For example:
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* A significantly | ower percentage of community facility
enpl oyers offered dental, retirenment, child care, and
tuition assistance benefits than institutional enployers
in 1992.

* A 1988 Maryl and study found that institutional benefits
averaged 40 percent of wages, while comunity facility
benefits averaged only 16 percent of wages3.

Not surprisingly, staff turnover is a nmjor problem
Furt hernore, experts link dissatisfaction over |ow wages with a
tendency to abuse or neglect the clients. A 1980 survey of nore
than 2000 facilities found that the nobst frequent difficulty
reported was recruitnent, retention, and devel opnent of staff (85
percent of reporting facilities).- Turnover was reported as an even
nore serious problemthan obtaining adequate funding (65 percent)

Enpl oyee turnover was alnost three times as nuch as
institutional turnover in 1992 —70.7 percent annual turnover for
private community facilities conpared with 24.8 percent for
institutions. In seven states, the turnover rate was over five
times higher in private community facilities than in institutions.
The turnover rate for community facilities increased by nore than
25. percent over the past decade.

The national nean length of service for full-tinme staff in
institutions was 50.3 nonths, conpared to only 14.7 nonths in
private community facilities. Mre than half (55.9 percent) of the
direct care staff separating in private community facilities | eaves
before conpleting one year on the job conpared to | ess than one
third (30.7 percent) of the workers in institutions.

In sum | ow wages and poor training have becone the hall mark
of many private facility staffs.

"They're hiring people off the street for $5 or $6 an hour to
care for patients who have extrenely conplicated seizure
di sorders, feeding tubes, all kind of problens” Dr. G ndy Cchs
of Livonia, who cares for nentally retarded residents at about
40 Metro Detroit hones told the Detroit Free Press in a 1992
article on problenms with comunity living situations in
M chi gan.

When these factors conbine, woefully inadequate care can
result:

Subcommittee staff talked with nunerous current and
former enployees at care facilities who freely admtted
unpr of essi onal and potentially dangerous practices by
their col | eagues.
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For example, former employees of one facility reported
that prescribed medications for residents are routinely discarded.
Later, current employees reported that the medicine was
administered.

Many of the problems arising in thes e facilities do
not surprise the experts who have assessed the
relationship between salaries and benefits, and the
qguality of healthcare. According to Dr. Dale Mitchell,
Professor of Public Health at the University of lllinois,
that "the MR/DD community facilities compete with

McDonald's in the labor market for employees ."

IX. FEDERAL AND STATE FUNDING FOR HOUSING THE MENTALLY
RETARDED AND DEVELOPMENTALLY DISABLED

Annually, the federal -and state governments spend billi ons of
dollars in an intricate system of care for the mentally retarded.
Tota MR/DD spending, both federal and state, increased from $3.5
billion in 1977 to $11.7 billion in 1988, representing a 72 percent
increase in real terms and a 234 percent increase in nominal terms.
Spending for facilities with 15 or less residents increased from
$879 million in 1977 to $5.6 billion in 1988, representing a 225
percent growth in real terms and a 541 percent growth in n ominal
terms.

It is difficult to generalize people's specific needs, because
impairments range from very slight to profound. Many mentally
retarded and developmentally disabled individuals are more than
capable of living on their own, with little or no extraordinary
guidance. Many others, though, have a mental capacity and physical
debilities which demand supervision and a special level of care.
A significant number of people require assistance in daily t asks of
living, like bathing, dressing, and preparation of meals. More
than anything else, most of these people need a caring environment
of well-trained professionals.

The services that are provided to people with mental
retardation or develo pmental disabilities are spread out among
several programs. Initially, most lived in hospitals and other
large institutions, often placed indiscriminately with the mentally
ill. Following the Willowbrook scandal in the late 1960s,
governments transferred many people to community placements. Many
now live in intermediate care facilities for the mentally retarded,
generally large centers with training facilities and physical and
mental therapy. More and more, states are turning to home and
community -based services, which usually group five or fewer
residents into an apartment -like setting to reduce costs.
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O her individuals live in less formal settings; hones with
fam |y, nursing hones, or board-and-care facilities.

Over the past 15 years, the nunber of residents in snall
facilities increased significantly while the number of
institutional residents substantially declined. In 1977, there
were 40,424 MR/DDs in facilities with 15 or fewer residents. By
1982, this nunmber increased to 63,703 MR/ DDs. By 1988, there were
131,161 MR/DDs living in facilities with 15 or fewer residents.
Meanwhi |l e, there were 207,356 MR/'DDs living in facilities with nore
than 15 residents in 1977. By 1982, this number declined to
179,986. By 1988, there were only 137,610 MR/ DDs living in
facilities with nmore than 15 residents. One inpetus for the
decrease in institutional residents is rising costs. Institutiona
average daily costs rose from $8? per day per resident in 1977 (in
1988 adjusted dollars) to $154 per day per resident in 1988. The
average daily cost of care rose to $196.33 per day in 1990
Current average institutional daily costs are estinated to be well
over $200 per day.

Bet ween 1977 and 1988, nentally retarded or devel opnentally
di sabl ed persons in sem -individual/supplenented |iving programns
increased from1,993 to 17,646. MR/ DDs in specialized MR DD foster
care increased from 15,4 35 to 23,568. MR/DDs in generic foster
care decreased from 21,410 to 13,981. MR/ DDs in nursing hones
increased slightly from 42,242 to 45,843. Also, MR/DDs in state
mental institutions decreased from 15,524 to 1, 970.

Funding and responsibility for the housing of the nmentally
retarded population is diffused anpbng several agencies at the
federal, state, and county levels, and shared with nunerous
advocacy groups and private accreditation councils. Mdicaid now
covers individuals in internediate care facilities, as well as
t hose placed in the community. Hone and comrunity-based services,
however, are adninistered al nbst entirely by the states, under a
Medi caid wai ver. Other funding cones from Suppl enental Security
I nsurance (SSI), fromfood stanps, and from vari ous state agencies.

This diffusion of financing sources contributes to the | ack of
oversight and quality. As a result, regulators often don't know
who has the ultimate oversight authority, and federal auditors nay
have little know edge of how nonies flow through the states to the
i ntended beneficiaries. According to state and federal sources,
some residential directors nay not even be aware that their funding
cones fromthe federal governnent.
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As previously mentioned, total MR/DD spending, both federal
and state, increased from $3.5 billion in 1977 to $11.7 billion in
1988, representing a 72 percent increase in real terms and a 234
percent increase in nominal terms. Total public funding for
facilities with 15 or less residents was $5.6 billion in 1988, $1.4
billion coming from the federal government and $4.2 billion from
the states.

The Medicaid budget has increased from $32.7 billion in 1989
to an estimated $81.5 billion in 1993. The federal government
funds between 50 percent and 78 percent of Medicaid costs.
Approximately 10 percent of the states' tax revenues was consumed
by Medicaid in 1990. One report estimated that approximately 1.2
million mentally retarded or developmentally disabled individuals
received some type of Medicaid funded service in 1987. Anot her
report estimated that nearly $4 billion in federal Medicaid funding
went to MR/DDs in 1988. Apprpximately 75 percent of federal
Medicaid funds went to intermediate care facilities for the
mentally retarded (ICF/MRs) with the remainder going to small
residential facilities and community services for persons living
with families.

** Total Title XIX expenditures for the mentally retarded or
developmentally disabled increased from $616 million in 1977 to
$3.6 billion in 1988.

** Title XIX Funding for large public ICF/MRs increased from
$573 million in 1977 to $2.4 billion in 1988.

** Funding of large private ICF/MRs increased from $33
million in 1977 to $451 million in 1988.

** Funding for small private ICF/MRs increased from $9
million in 1977 to $443 million in 1988.

Federal Supplemental Security lInsurance payments to the
mtanlly retarded or developmentally disabled totaled $2.1 billion
in 1988, which represented 23 percent of total federal SSI payments
to blind and disabled payments. There were approximately 720,816
MR/DD recipients of federal SSI funds. State SSI payments to
MR/DD's totaled $316 million in 1988, which represented 16 percent
of total state SSI payments. There were approximately 239,077
MR/DD recipients of state SSI funds.

Compounding the fiscal quagmire, multi -state, multi-home
chains have entered the marketplace. "Mom and pop" foster homes
are being rapidly replaced by large corporations. The subcommittee
has discovered that some ostensibly nonprofit organizations operate
for-profit subsidiaries; the incestuous business relationship
between for-profit and nonprofit entities suggests that Medicaid
may be paying less for the direct care of the residents and more
for organization, accounting, and executive salaries.
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The states claim wth considerable justification, that they
| ack the resources and authority to audit nulti-state providers.
State governnments are primarily responsible for the care that is
given within their borders. Even if every state carried out this
duty to perfection, the | abyrinthine organization of sone of these
corporations could escape effective audit.

Cearly, the federal governnent has a role to play in ensuring
the financial propriety of conpanies that receive federal funds.
But, according to officials in the Health Care Financing
Adm ni stration, federal policy grants the states al nbst conplete
enforcenment of Medicaid regulations regarding the nentally retarded
and devel opnental |y di sabl ed. Even though many states acknow edge
they lack the neans to trace the background of prospective entrants
into the field, HCFA gives the states |ittle gui dance.

X. STATES CAUGHT I N THE CROSSFI RE

The Medi cai d wai ver program assigns states the primary duty to
police the system Theoretically, the states have significant
incentives to carry out this task. States are responsible for
bet ween 22 percent and 50 percent of program costs.

The facts, however, taint this scenario. Wen the states are
confronted with aggressive, well-organi zed corporate octopi, they
often lack the resources or will to conduct careful review In
M chi gan, for exanple, the nunber of adult foster care hones grew
by 37 percent in the | ast decade, yet no new inspectors were hired.

In an era of scarce resources, state Medicaid Fraud Contro
Units, training and auditing progranms are tenpting budget-cutting
targets even though they save nore noney in the long run. Forty-
one states have Medicaid fraud units established to investigate
questionabl e activities. However, commtnent to these efforts vary
by state. Sone states, |ike New York, have nade a nmj or conm t nent
of staff and other resources, wnning significant victories. Qher
states with small staffs appear to only be going through the
notions. Mdre inportantly, as with all too nmany heal thcare frauds,
corporations and questionable providers can avoid scrutiny by
crossing state |ines.

Even within the states, a chaotic and fractured bureaucracy
paral yzes effective state action. HCFA regul ations dictate that
federal nonies flow through a single state agency. But in reality,
the financial accountability may be broken up between several
depart nents.
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HCFA officials complained to subcommittee staff that the maze
of state agencies continually thwarts efforts to investigate
payments made to homes for the mentally retarded.

~ Gerry Provencal, the Director of the Macomb/Oakland Center in
Michigan, said:

"States that have poor community -based operations are
often characterized by a maddening lack of clarity in

their interagency division of responsibilities, beginning

with, 'Who has ultimate statutory responsibility for the

consumer's welfare? to understanding which agency has
the duty to ensure that the plumbing works, the staff are

trained, and the provider is not an absentee.

"There is question to doubt responsibility, authority,
and initiative."

RECOMMENDATIONS

Some parents, concerned by abuses within the developing care
industry and a perceived | lack of responsiveness on the part of
state agencies, argue that a return to housing the most difficult
mentally retarded or developmentally disabled clients in large,
state institutions has merit. These critics argue that in the
large institutions — even at their worst — services and
programming are centralized and the size of the facility militates
against the most overt forms of physical and emotional abuse.
These parents and guardians argue that all too many states have
used the closing of large state facilities to cut costs at the
expense of care quality for a vulnerable client population.

However, small business entrepreneurs in many states have
shown that these services can be provided effectively in much
smaller facilities. Neglect and abuse cited as the cause in the
closure of many large state operated facilities suggests that the
real issue may be the ability of states to provide a wide variety
of care and housing options rather than relying too heavily on one
system or the other.

MR/DD populations are not monolithic, their service needs
and abilities vary greatly, and the significant federal

contribution to paying for KR/DD services should be used
to leverage and enhance models and programs that work,
1@ncll discourage waste, fraud and abuse in programs that
ail.
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Authorities should require a standard for measuring real
quality assurance rather than finance the exchange of one
guestionable system for another.

There are clearly several areas where federal policy and
contributions to state MR/DD program funding could be used to
promote system-wide improvements. Among these, staff recommend:

1 REQUI RE STATES TO HAVE AN APPROVED SYSTEM OF QUALITY
ASSURANCE.

The federal government should set minimum national
requirements for each state to construct and implement a
aggressive quality assurance program for these small
enterprises. The federal requirement should be flexible
enough to recognize individual state co nditions. As the
University of Minnesota's Center for Residential and Community
Services Institute concluded in its 1991 study of state
efforts to affect quality assurance: "such an approach to
standards would in no way diminish the efforts of those states
that have already developed programs or quality assurance and
enchantment. On the' other hand such a requirement for state
programs would serve as a significant catalyst ..."

2. ESTABLISH A NATIONAL INFORMATION EXCHANGE AND QUALITY
ASSURANCE/ENHANCEMENT EFFORTS.

States and snmal |l busi ness providers need quick and reliable
access to nmodel s that work. A cl eari nghouse shoul d be
established to provide states with infornmation about what
works as well as a repository for

i nformati on about the track records of providers and
per sonnel .

3. REQUI RE STATES TO ESTABLISH M N MUM EMPLOYEE TRAI NI NG
REQUI REMENTS.

In case after case of poor quality of care, or of abusive
treatment examined by the subcommittee, providers employed
under -trained staff. Indeed, training provided by providers
was often chaotic and the bare minimum necessary under the
contract to meet state requirements. Training and
professionalism should be the hallmark of a provider program,
not a minimum requirement for licensure. Here again, without
specifically mandating the shape of a training program, the
federal government should require that states establish base
training requirements for service providers as a qualification
for federal funding.
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4. CREATE INCENTIVES FOR IMPROVED EMPLOYEE PAY AND BENEFITS.

The individuals charged to assist and supervise our nost
vul nerable citizens require pay and benefits conmensurate with the
difficult tasks our society asks of them So long as states
contract wth providers who <choose to maximze profits by
under payi ng staff, it will be difficult to encourage well-trained
and | oyal enployees critical to providing quality care to nmentally
retarded or devel opnental ly di sabl ed persons.

5. DISCOURAGE OVER-RELIANCE ON ANY SINGLE PROVIDER.

State and |ocal MR/ DD housing and support prograns require
options. Efforts to rehabilitate poor-guality providers all
too often come at the expense of clients. MR/ DD housing and
service prograns that put clients first have the ability to
nove quickly to replace poor providers. Federal funds shoul d
be used to encourage state to build a broad-base of
residential and service options, as well as conpeting and
alternative providers. The best situation —and one that
shoul d be encouraged —seens to be described by a system of
conpeting, small businesses.

6. IMPROVE STATE FINANCIAL AUDITING OF PROVIDERS.

As was shown in Massachusetts, effective state auditing wll
mnimze the opportunity for financial abuse. However, to be
effective, an effort nust be made to better audit how individual
clients fare under provider care. HCFA should undertake a survey
on appropriate accounting nethods to develop a nodel audit
program for states receiving Medicaid support.



